THU0585 THE PATIENT'S UNIVERSITY -AN INNOVATIVE CONCEPT IN THE EDUCATION OF PATIENTS WITH RHEUMATOID ARTHRITIS
Background: Rheumatoid arthritis (RA) is a chronic, inflammatory autoimmune disease of unknown etiology, it is a long term condition that causes pain, disability and affects the quality of life (1). In another countries has been demonstrated how patient education can empower the individual giving as a result a better decision making between the practitioner and patient in order to obtain better health care outcomes compared to patients that are not involved in educational activities (1). Objectives: The objective of this work is to show how through a progressive program of patient education we reach the concept of the "expert patient" and the "patients' university". Methods: We performed a systematic review of the literature in global and regional databases (Pubmed, Medline, Scopus, Lilacs), in order to search for information on this research question-hypothesis. Subsequently and under a Delphi-modified methodology and consensus of experts lay the conceptual bases on this particular subject -patient's education in rheumatic disease. As a result of the above was defined a proposal for the constitution and development of the program of patient's education in a RA specialized center under the concept of the "expert patient" (EP) and the "patients' university"(PU). Results: From conceptual point of view specific themes regarding patient's education were developed by a coordinator who, after a review of the literature, presented a specific proposal on the particular topic that was discussed with the panel members and then voted on and finally implemented within the EP y PU concepts. In a specialized RA center in Bogotá Colombia during 2016 we started a patient and caregiver oriented program to support the clinical treatment in patients with RA. The structure of the program was an educationalrecreational strategy where we integrated health education (disease activity, pharmacovigilance, psychology and nutrition) and recreational activities such as crafts, yoga, aerobics and dance lessons with a periodicity of two times per week. We called the program "Gest-Art". As a result of this pilot program we obtained a positive impact and perception among patients and care takers; we had the participation of 600 people during the whole year. The next phase is to develop a step-by-step program to initially train and then specialize patient focus groups (expert patient); and later develop a model of continuous improvement (updating) that we will call the university of patients. Conclusions: From this experience we can conclude that the implementation of this educational program opened the opportunity to empower and motivate our patients and caregivers to be actively participative with the disease management and health care, also the program has been a space for the patients to share their experiences and to propose new strategies to improve the program. Background: Safety and adherence to DMARDs are critical for patients with rheumatoid arthritis (RA) or spondyloarthritis (SpA). Few digital tools exist to help patients on these issues. Objectives: We aimed to decipher the mechanisms of patients' decisions and practices with their DMARDs to develop an educational smartphone application (SP App). Methods: An ethnographic study was designed by 3 rheumatologists, 1 methodologist, patient associations and by 2 anthropologists who conducted the interviews. The study involved 21 patients (enough to reach saturation), recruited by diversity of clinical and sociological profiles. The panel included 16 women and 5 men, median age 46 years-old (extremes 26-70), 12 with RA and 9 with SpA (median disease duration 13 years, extremes 2-38). Nine patients were treated by biologic DMARDs monotherapy, 7 by conventional DMARDs monotherapy and 5 by bDMARD-cDMARD combotherapy. Interviews were conducted using in-depth semi directive and biographic methods. The interview guide was constructed around 3 fields: 1 the organization of the patients' everyday life with their disease, 2 treatment practices, 3 the impact of arthritis on their social and professional activities and relationships. Interviews were recorded and transcribed for analysis. Results: Patients play an active role in the management of their disease. They have to learn to live with it in order to control its impact and course. This learning progressively occurs throughout a non-linear 4-stages career: 1) from 1st symptoms to diagnosis, 2) search for the right treatment and the right dosage, 3) stabilization of the disease and the treatment, 4) dealing with a complication or an unexpected event. Back and forth between stages 2, 3 and 4 are frequent. This learning implies a partnership-based doctor-patient relationship, and the development of specific skills around safety: dealing with health care system (i.e. knowing which healthcare professionals they need), dealing with information (i.e. knowing how to identify relevant sources Background: Public awareness regarding rheumatic diseases is a constant aim of patient societies and health care professionals in rheumatology. A high level of awareness will help identification and early treatment, it would avoid unnecessary investigations and costs and more importantly, it would assist functioning of patients with such conditions in society, with the understanding and support they deserve. Objectives: The aim was to study public awareness regarding rheumatic conditions. Specifically, what constitutes a rheumatic condition, which doctor deals with these, what is their frequency and what age groups are affected. Methods: During the rheumatic diseases awareness week in May 2016, doctors, medical students and members of the Cyprus League against Rheumatism, walked the streets of major cities and invited passers-by to answer a few simple questions. This was optional and at the end of the questions, information was provided, based on the answers and on any additional queries raised by people. Results: 400 people provided answers. There were slightly more women than men and ages ranged from 13 to 86 years. Almost 50% did not know what a rheumatologist does. Only 11% could name 3 rheumatic conditions. Although the majority stated that rheumatic diseases occur in the elderly, 2/3 were unaware that they can affect children. Most people correctly identified which specialists should deal with asthma or eczema, but a huge majority did not know who should be consulted for back pain, tendon problems or osteoporosis. Although 75% had heard of rheumatoid and osteoarthritis, 75% of people had never heard of ankylosing spondylitis or fibromyalgia and only about half had heard of psoriatic arthritis or lupus. Most people stated that rheumatic conditions in general, affect 10-20% of people. Conclusions: There was significant lack of awareness as to what rheumatologists do, what constitutes a rheumatic disease, the fact that it affects young people and the link between rheumatology and back pain, tendon problems and osteoporosis. All these points need to be included in public education. Of the major rheumatic diseases, the next awareness campaign needs to include ankylosing spondylitis, fibromyalgia, psoriatic arthritis and lupus. Conclusions: A quarter of pts who participated in this trial to assess e-health did not access the platform whereas half accessed the platform at least twice. Pts expressed high satisfaction and the only barrier was lower usefulness when in remission. e-Health is a promising tool for self-management in RA. The impact of offering additional services should also be explored in a further study.
